A National Action Plan for Cancer Survivorship: 
Advancing Public Health Strategies 


This National Action Plan was developed to inform the general 
public, policy makers, survivors, providers, and others about cancer 
survivorship and public health. The National Action Plan was 
written to be read by audiences with varying levels of knowledge and 
awareness of cancer and/or survivorship issues. Each section has been 
written as a stand-alone component allowing the reader to focus on 
content specific to their interest. Therefore, some text is repeated to 


accommodate those who read selected sections at a time. 
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EXECUTIVE SUMMARY 


The Facts 


Cancer is the second leading cause of death among adults in the 
United States and affects an estimated I in 3 individuals in their 
lifetime, either through their own diagnosis or that of a loved one 
(ACS, 2003). Increasing innovations in medical technology have led 
to earlier diagnoses and improved treatment of many cancers, 
resulting in more people diagnosed with cancer surviving each year. 
Currently, approximately 62% of cancer survivors are expected to 
live at least 5 years after diagnosis (ACS, 2003). As of January 2000, 
there were approximately 9.6 million cancer survivors in the United 
States (NCI, 2003a). This estimate includes people diagnosed with 
cancer but does not include others affected by a diagnosis, such as 


family members and friends. 


The Challenge 


Public health programs address the prevention and control of health 
problems affecting large groups of people. Although many public 
health initiatives address early detection, prevention, and control of 
cancer, public health is new to the cancer survivorship arena. 
Throughout this National Action Plan, the term “cancer survivors” 
refers to those people who have been diagnosed with cancer and the 
people in their lives who are affected by their diagnosis, including 
family members, friends, and caregivers. Cancer survivors could 
benefit tremendously from a coordinated public health effort to 
support them. Survivors face numerous physical, psychological, 
social, spiritual, and financial issues throughout their diagnosis and 
treatment and for the remaining years of their lives. Many of these 
issues could be successfully addressed through public health 
initiatives, both by the prevention of secondary diseases or 
recurrence of cancer and by improving quality of life for each 
survivor. A public health effort to address cancer survivorship 
supports the Healthy People 2010 goal to increase the proportion of 
cancer survivors who are living 5 years or longer after diagnosis to 
70% (USDHHS, 2000). Further, the financial burden of cancer 
treatment is estimated to be at least $41 billion annually (NCI, 
2003b), and this dollar amount does not reflect the burden of 
cancer on the survivor in every other realm of life. Given this 
information, it is in the country’s best interest to more effectively 


and systematically provide public health services to cancer survivors. 
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The Plan 


A National Action Plan for Cancer Survivorship: Advancing Public Health Strategies 
was developed through a partnership between the Centers for Disease 
Control and Prevention (CDC) and the Lance Armstrong 
Foundation (LAF) to identify and prioritize cancer survivorship 
needs that will advance cancer survivorship public health efforts. 


Specific objectives of the National Action Plan include the following: 


- Achieve the cancer survivorship-related objectives in Healthy 
People 2010 that include benchmarks for success in measuring 


improvements for addressing ongoing survivor needs. 


Increase awareness among the general public, policy makers, 
survivors, providers, and others of cancer survivorship and its 


impact. 


Establish a solid base of applied research and scientific 
knowledge on the ongoing physical, psychological, social, 


spiritual, and economic issues facing cancer survivors. 


Identify appropriate mechanisms and resources for ongoing 
surveillance of people living with, through, and beyond 


cancer. 


Establish or maintain training for health care professionals 
to improve delivery of services and increase awareness of 


issues faced by cancer survivors. 


Implement effective and proven programs and policies to 


address cancer survivorship more comprehensively. 


Ensure that all cancer survivors have adequate access to high- 
quality treatment and other post-treatment follow-up 
services. 

- Implement an evaluation methodology that will monitor 


quality and effectiveness of the outcomes of initiatives. 


Once these objectives were identified, CDC and LAF brought 
together experts in cancer survivorship and public health to create 
this National Action Plan. Needs and strategies for addressing these 


needs were discussed within four core public health components: 


- Surveillance and applied research 
- Communication, education, and training 
- Programs, policies, and infrastructure 


e Access to quality care and services 


This National Action Plan represents these discussions and sets 
priorities and identifies strategies for national, state, and 


community-level public health organizations. Given the importance 


of this health issue—its prevalence, its impact on quality of life, and 
the resulting costs to survivors and others in their lives—the time for 
action is now. This National Action Plan should be used to guide the 
allocation of resources to decrease the burden of cancer for all 
Americans and improve the overall experience and quality of life of 


the millions who are living with, through, and beyond cancer. 
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Carlos, Cancer Survivor 


“Survivorship means being given a second 
chance at life.” 


I. BACKGROUND 


The number of people affected by cancer, both individuals 
diagnosed with the disease and their families and friends, is 
staggering. Although all Americans are at risk of a cancer diagnosis 
in their lifetimes, there have been remarkable reductions in deaths 
associated with cancer. These reductions in deaths are largely due to 
the implementation of prevention and early detection efforts for 
certain cancers, increased screening of the general population and 
those at highest risk for developing these diseases, and advances in 
research and clinical care. As of January 2000, there were 
approximately 9.6 million persons living following a cancer 
diagnosis in the United States (NCI, 2008 ) not including family 
members, friends, and caregivers. This number is expected to 
increase steadily over the coming years. 

A National Action Plan for Cancer Survivorship: Advancing Public Health Strategies 
was developed through a partnership between the Centers for 
Disease Control and Prevention (CDC) and the Lance Armstrong 
Foundation (LAF). Through this partnership and with input from 
a variety of experts and advocates in public health and cancer 
survivorship, this National Action Plan charts a course for how the 
public health community can more effectively and comprehensively 


address cancer survivorship, including the following: 


- Preventing secondary cancers and recurrence of cancer 
whenever possible. 

- Promoting appropriate management following diagnosis 
and/or treatment to ensure the maximum number of years of 
healthy life for cancer survivors. 

e Minimizing preventable pain, disability, and psychosocial 
distress for those living with, through, and beyond cancer. 

- Supporting cancer survivors in accessing the resources and 
the family, peer, and community support they need to cope 


with their disease. 


The goal of this National Action Plan is to advance public health 
efforts regarding cancer survivorship to actively address the needs of 
this growing population. 

The following section describes elements important to 
understanding the issues cancer survivors face. Throughout this 
National Action Plan, the term “cancer survivors” refers to those 
people who have been diagnosed with cancer and the people in their 
lives who are affected by their diagnosis, including family members, 


friends, and caregivers. 
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A. The Cancer Burden 


Everyone is potentially at risk for developing some form of cancer. 
The American Cancer Society (ACS) predicts that as many as 1.3 
million new cancer cases will be diagnosed in 2003 (ACS, 2003). 
Age is a primary risk factor for most cancers, with about 77% of all 
cancers diagnosed among individuals aged 55 or older. Cancer 
incidence varies by race and ethnicity, with some groups being more 
likely to be diagnosed with certain types of cancers than others. 
Cancer is the second leading cause of death in the United States, 
causing I of every 4 deaths each year (ACS, 2004). If current 
trends continue, one-third of Americans will be diagnosed with 
cancer in their lifetimes (NCI, 2003a). There is a great deal of 
misunderstanding about cancer, the effects it can have on those 
diagnosed with it, and the importance of addressing the ongoing 
needs of survivors as progress is made in finding treatments and 


prolonging life after diagnosis. 


How many people are expected to survive cancer? 

As previously noted, there were approximately 9.6 million persons 
living following a cancer diagnosis in the United States as of January 
2000 (NCI, 2003a) not including family members, friends, and 
caregivers. Survival rates from cancer depend a great deal on the site 
where the initial growth began (e.g., breast, colon) and the stage of 
progression at which the cancer was diagnosed (i.e., whether the 
growth has metastasized). The implementation of prevention 
(tobacco control and skin protective behavior) and early detection 
efforts for four cancer types (breast, cervical, colorectal, and 
prostate), which has increased screening of the general population 
and those at highest risk for developing these diseases, and advances 
in research and clinical care have led to remarkable reductions in 
cancer-related mortality. 

Despite the optimistic outlook for most individuals diagnosed with 
cancer today, a closer examination of the literature and of statistical 
trends indicates that the benefits of current knowledge about state- 
of-the-art cancer care are not shared equally by all members of our 
society (Aziz & Rowland, 2003). When survival rates are broken 
down by race/ethnicity, it is clear that significant differences exist 
across racial/ethnic minority and medically underserved populations 
with respect to the risk of developing and dying from cancer. For all 
cancer sites combined, African Americans are more likely to develop 
and die from cancer than persons of any other racial or ethnic 


group. They are also at greater risk of dying of the four most 
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common types of cancer (lung, breast, colon, and prostate cancer) 


than any other minority group (ACS, 2004). 


B. Redefining Cancer Survivorship 


When cancer was considered incurable, the term “survivor” was used 
to describe family members who survived the loss of a loved one to 
cancer (Leigh, 1996). As knowledge and success in understanding 
cancer increased, physicians began to use a 5-year time frame to 
define survivorship. If cancer did not recur in the 5 years following 
either diagnosis or treatment, patients were considered to have 
become “survivors” (Leigh, 1996). 

As a result of strong advocacy efforts and coordination led by such 
organizations as the National Coalition for Cancer Survivorship 
(NCCS), the term “cancer survivor” has been redefined. The term is 
now commonly used to describe an individual from the time of 
diagnosis through the remaining years of life (NCGS, 2003; Leigh, 
1996). The National Cancer Institute (NCI) has also expanded this 
definition to include caregivers and family members within its rubric 
(Aziz, 2002). This definition—cancer survivor as the person 
diagnosed with cancer, as well as family members, friends, and 
caregivers—is the one used in this National Action Plan. The next 
sections provide an overview of cancer survivorship and describe the 


issues many survivors face every day. 


What are the stages of cancer survivorship? 

In “Seasons of Survival: Reflections of a Physician with Cancer,” 
Mullan (1985) was the first to discuss the experience of cancer in 
terms of a progression of events or stages. He proposed a model of 
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survival that includes three stages: “acute,” “extended,” and “ 
permanent.” The acute stage begins with diagnosis and spans the 
time of further diagnostic and treatment efforts. Mullan describes 
fear, anxiety, and pain resulting from both illness and treatment as 
“important and constant elements of this phase.” This stage is 
defined not only by the experience of the person diagnosed with 
cancer but also by those of the family members who are affected by 
the diagnosis. 

The extended stage of survival begins when the survivor goes into 
remission or has completed treatment. Psychologically, this stage is a 
time of watchful waiting, with the individual wondering if symptoms 
may be signs of recurrence or just a part of everyday life. Cancer 
could return at the same site or in a new location. When treatment is 


complete, diminished contact with the health care team can also 
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cause great anxiety. Physically, it is a period of continued limitation 
resulting from having had both illness and treatment. During this 
stage, survivors may be learning to live with chronic side effects and 
accompanying anxieties. 

The permanent stage is defined as a time when the “activity of the 
disease or likelihood of its return is sufficiently small that the cancer 
can now be considered permanently arrested” (Mullan, 1985, p. 272). 
Mullan acknowledges, however, that this stage is more complex than 
simply the status of disease: a person in this stage may still face social 
and economic challenges, such as problems with employment and 
insurance, psychological challenges, the fear of recurrence, and 
secondary effects from previous cancer treatment. 

End-of-life issues can occur during any of the three stages. 
End-of-life care affirms life and regards dying as a normal process, 
neither hastening nor postponing death while providing relief from 
distress and integrating psychological and spiritual aspects of survivor 
care. The goal of end-of-life care is to achieve the best possible 
quality of life for cancer survivors by controlling pain and other 
symptoms and addressing psychological and spiritual needs. 

Following the work of Mullan (1985) and Leigh (1996), LAF 
defines the experience of cancer survivorship as living “with,” 
“through,” and “beyond” cancer. Living “with” cancer refers to the 
experience of receiving a cancer diagnosis and any treatment that 
may follow, living “through” cancer refers to the extended stage 
following treatment, and living “beyond” cancer refers to post- 
treatment and long-term survivorship. Although this definition is 
designed to signify the experience of survivorship as a progression, 
this process is unique for each patient, and movement from one 


phase to the next may not be clearly delineated. 


C. Issues for Cancer Survivors 


How does cancer affect individuals? 
Diagnosis of cancer is a threat to a person’s physical, psychological, 
social, spiritual, and economic well-being. During its various stages, 
cancer can deprive persons diagnosed with it of their independence 
and can disrupt the lives of family members and other caregivers. 
Physical symptoms of cancer can be both acute and chronic and 
can occur during and after treatment. Physical symptoms may 
include pain, fatigue, nausea, hair loss, and others, depending on 
the cancer site and the types of treatments a patient receives. The 
symptoms experienced by some people with cancer can be 


debilitating and may result in bed rest. Adequate palliative care to 
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provide pain and symptom management through every stage of 
cancer and its treatment is a major concern for survivors. The late or 
long-term physical effects of cancer itself and/or its treatment can 
include decreased sexual functioning, loss of fertility, persistent 
edema, fatigue, chronic pain, and major disabilities. These effects 
can be devastating, resulting in a loss of mobility (e.g., loss of leg, 
spinal injury) and changes in bodily functions (e.g., colostomy, 
laryngectomy) and appearance (e.g., disfiguring surgery, 
amputation). Major physical issues that affect long-term survival 
include recurrence of the original disease, development of secondary 
cancers, premature aging, and organ/systems failure. 

Psychological issues associated with cancer diagnosis and 
treatment includes fear, stress, depression, anger, and anxiety. 
However, the effects of cancer on an individual are not always 
negative. Cancer can also provide opportunities for people to find 
renewed meaning in their lives, build stronger connections with 
loved ones, and foster a commitment to “give back” to others who go 
through similar experiences. After cancer diagnosis and/or 
treatment, survivors can continue to live active, vital lives—but they 
may live with the uncertainty and the fear that cancer might return. 
People with cancer may also experience difficulties in coping with 
pain and disability caused by either their disease or the treatment 
they are undergoing. Emotional impacts on survivors can include 
feelings of helplessness, lack of self-control, changes to self-esteem 
and self-image for the survivor, and added stress and anxiety for 
their caregivers (NCI, 2002). 

Social well-being can be affected by cancer diagnosis and 
treatment through the physical and psychological impacts discussed 
above. The physical difficulties of pain and disability may result in a 
decreased sense of social well-being by limiting the time survivors are 
able to spend with important people in their lives. Survivors also 
often experience increased difficulties in school or on the job, in 
terms of their ability to interact with friends and coworkers, because 
of the impact diagnosis and treatment can have on their self-image 
(NCI, 2003b). 

Spirituality can take many different forms in the lives of cancer 
survivors; it can come from organized religion or from personal 
beliefs and faith. Some survivors struggle with spirituality as part of 
their cancer experience and say that their faith has been tested. 
Others gain support from their faith and allow it to guide them 
through their experience (NCI, 2002). Surviving cancer is a 
complicated journey that takes its toll on the spirit as well as the body. 


Some survivors wrestle with “why me” questions about having a cancer 
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diagnosis or experience survivors’ guilt because they lived through 
their diagnosis while others have died. Spiritually, survivors may deal 
with unresolved grief, reevaluate their lives, reprioritize their goals 
and ambitions, and redefine “normal” for themselves. Cancer 
survivors are often looking for guidance and strength to help them 
through the spiritual journey. In many cases, survivors’ spirituality 
helps them to understand the meaning of their cancer experience and 
embrace life with a renewed vigor and sense of purpose. Survivors 
often gain strength through their faith; this strength allows survivors 
and their loved ones to answer tough questions and to face each day 
with love and confidence (NCI, 2002). 

Economic costs incurred by survivors and their families are 
another important consideration. Cost implications of cancer 
include inability to access quality care, financial burdens resulting 
from health care costs, and income loss resulting from work 
limitations. Often, survivors have to cope with losing a job because 
of their employers’ preconceived notions about the impact cancer 
will have on their work capabilities. With job changes, survivors may 
be unable to qualify for health insurance and often find it difficult 
to obtain life insurance after diagnosis. Family members of cancer 
patients may experience significant financial burdens while serving in 
the role of caretaker, especially during the end-of-life phase. 
Similarities or differences in the survivorship experience among 
different racial or ethnic groups or among medically underserved 


people are virtually unexplored. 
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What are the common myths about cancer and 

cancer survivorship? 

There are many myths and misunderstandings about cancer and the 
effects it can have on survivors. The following table summarizes some 


selected myths and the facts to counteract these misconceptions. 


Common Myth Facts to Counter Myth 


Cancer is a disease : Although approximately 77% of all cancer 
that only affects older i cases are diagnosed at age 55 or older, 
people. ? everyone is at risk of developing some form of 


: cancer (ACS, 2003). 


Cancer only affects ; For many years, the focus of cancer diagnosis 
the person diagnosed : and treatment was on the person diagnosed 
with the disease. : with the disease. However, recent advances in 


? our understanding of survivorship have led to 

: the expanded definition of “survivor” to include 
: others touched by this disease, such as 

? families, friends, and caregivers. 


Cancer is the same : Because cancer can occur anywhere within the 
for everyone. : body, survivors can experience different 
symptoms depending on the site of their 
i diagnosis. Depending on the site of the initial 
i cancer growth and the stage at diagnosis, the 
: available treatments and resources will vary 
i greatly, such that more services and resources 
: are available to survivors of certain cancers 
: (e.g., breast or leukemia) than for other rarer 
| forms of cancer (e.g., myeloma or laryngeal). 


The need for care of : Cancer can be a chronic disease that often has 
survivors ends once : long-term effects on a survivor's life. Although 
treatment is complete. į many cancers can now be cured or the growth 

: greatly slowed, the impacts of diagnosis will 

į remain with a survivor for years. Because more 

: survivors are living longer, especially those 

: diagnosed with cancer as a child or young 

; adult, there is a need to address long-term 

: issues of survivorship. These can include 

: ongoing physical, psychological, and other 

: types of issues (see Section I.C.) 


Diagnosis of cancer : The risk of dying of cancer following diagnosis 
means certain death. has steadily decreased over the past several 
: decades. Fewer than half the people diagnosed 
: with cancer today will die of the disease; in 
: fact, some are completely cured, and many 
more survive for years because of early 
: diagnosis or treatments that control many types 
? of cancer (ACS, 2004). 
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Although many dedicated individuals and organizations have 
contributed to reductions in the number of cancer diagnoses and an 
increase in the likelihood of survival following diagnosis, much 
remains to be done. An ever-growing population of cancer 
survivors is in need of medical care, public health services, and 
support. All of these factors need to be taken into account when 


assessing the experience of cancer survivorship. 


D. Public Health and Cancer Survivorship 


A primary purpose of this National Action Plan is to identify areas 
within the realm of public health that can be mobilized to address 
the needs of cancer survivors. Although the role of biomedical 
research is to increase our understanding of the causes and physical 
effects of cancer, responsibility for applying knowledge about 
potential interventions that can be implemented to eradicate disease 
and/or improve the quality of life rests within both the medical care 
and public health communities. Because cancer survivorship imposes 
a tremendous individual and societal burden and proven 
interventions are available to address survivor needs, a coordinated 
public health effort is warranted. The focus of that effort should be 
broad and encompass entire population groups, in contrast with the 
medical model, which generally focuses on individual patients. The 
following provides an overview of public health and existing 


infrastructure that can be used to initiate efforts for cancer survivors. 


What is public health? 

Public health practice is the science and art of preventing disease, 
prolonging life, and promoting health and well-being (Winslow, 
1923). More recently, the Institute of Medicine (IOM) (1998) has 
defined the mission of public health as assuring conditions in which 
people can be healthy. Public health’s mission is achieved through 
the application of health promotion and disease prevention 
technologies and interventions designed to improve and enhance 
quality of life (PHFSC, 1994). Health promotion and disease 
prevention technologies encompass a broad array of functions and 
expertise, including the 3 core public health functions and 10 


essential public health services presented in the following table. 
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Three Core Public Health Functions 


e Assess and monitor the health of communities and populations at risk to 
identify health problems and priorities. 


e Formulate public policies, in collaboration with community and 
government leaders, designed to solve identified local and national health 
problems and priorities. 


e Assure that all populations have access to appropriate and cost-effective 
care, including health promotion and disease prevention services, and 
evaluation of the effectiveness of that care. 


Ten Essential Public Health Services 


e Monitor health status to identify community health problems. 


e Diagnose and investigate health problems and health hazards in 
the community. 


e Inform, educate, and empower people about health issues. 
e Mobilize community partnerships to identify and solve health problems. 


e Develop policies and plans that support individual and community 
health efforts. 


e Enforce laws and regulations that protect health and ensure safety. 


e Link people to needed personal health services and assure the provision of 
health care when otherwise unavailable. 


e Assure a competent public health and personal health care workforce. 


e Evaluate effectiveness, accessibility, and quality of personal and 
population-based health services. 


e Research for new insights and innovative solutions to health problems. 


Source: Public Health Functions Steering Committee (PHFSC), 1994. 


What is the relevant public health infrastructure for addressing 
cancer survivorship? 

Two agencies within the U.S. Department of Health and Human 
Services—the National Institutes of Health (NIH) and CDC—have 
been established to conduct research and implement public health 
strategies to address cancer. Within NIH, NCI works to reduce the 
burden of cancer morbidity and mortality among Americans. NCI’s 
goal is to stimulate and support scientific discovery and its application 
to achieve a future when all cancers are uncommon and easily treated. 
Through basic and clinical biomedical research and training, NCI 
conducts and supports research programs to understand the causes 
of cancer; prevent, detect, diagnose, treat, and control cancer; and 
disseminate information to the practitioner, patient, and public 
(NIH, 2003). NCI works to “enhance the quality and length of 


survival of all persons diagnosed with cancer and to minimize or 
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stabilize adverse effects experienced during cancer survivorship” 
(NIH, 2003). Through its conduct and support of research, NCI 
works to effectively address all issues facing cancer survivors (see 
Section I.C.). 

Within the CDC, the National Center for Chronic Disease 
Prevention and Health Promotion works to prevent cancer and to 
increase early detection of cancer. CDC works with partners in the 
government, private, and nonprofit sectors to develop, implement, 
and promote effective cancer early detection, prevention, and 
control practices nationwide (CDC, 2003a). Within the CDC, the 
National Comprehensive Cancer Control (CCC) Program 
provides a mechanism for addressing cancer survivorship within the 


realm of public health. 


Background on the CDC’s Comprehensive Cancer 

Control Program 

CDC began implementing the CCC Program through state health 
departments and other entities in the mid-1990s and defines this 
Program as “an integrated and coordinated approach to reducing 
cancer incidence, morbidity, and mortality through prevention, 
early detection, treatment, rehabilitation, and palliation” (CDC, 
2002, p. I). This strategy aims to engage and build a coordinated 
public health response and provide a way to assess and then address 
the cancer burden within a state, territory, or tribal organization. 
Not only do state-level CCC Programs build on the achievements of 
cancer programs, they enhance the infrastructure created for them— 
many of which focus on individual cancer sites or risk factors. 
Partnerships between public and private stakeholders whose 
common mission is to reduce the overall burden of cancer provide 


the foundation for these statewide programs: 


“These stakeholders review epidemiologic data and research evidence 
(including program evaluation data) and then jointly set priorities for 
action. The partnership then mobilizes support for implementing these 
priorities and puts in place a systematic plan to institutionalize the 
comprehensive approach as a means to coordinate activities, monitor 
progress over time, and reassess priorities periodically in light of emerging 
developments in cancer and related fields” (CDC, 2002, p. 2). 


Public health agencies are using this support to establish broad- 


based cancer coalitions, assess the burden of cancer, determine 


priorities for cancer prevention and control, and develop and 
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implement comprehensive plans, most of which include addressing 


the needs of cancer survivors. 


E. Summary 


A National Action Plan for Cancer Survivorship: Advancing Public Health Strategies 
was developed to identify and prioritize cancer survivorship needs 
and strategies within the context of public health that will ultimately 
improve the overall experience and quality of life of the millions of 
Americans who are living with, through, and beyond cancer. It can 
be used by state agencies, organizations, and individuals in selecting 
and developing activities to comprehensively address cancer 
survivorship. The primary outcomes of this National Action Plan are 
to increase awareness among the general public, policy makers, 
researchers, advocates, survivors, and others of the role public health 
can play in advancing cancer survivorship issues and to stimulate 
organizations to take action to meet the identified needs in 
surveillance and applied research; communication, education, 
and training; programs, policies, and infrastructure; and access to 


quality care and services. 
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Theodore, Cancer Survivor 


“Survivorship means more time and responsibility — 


time for family, friends, work and life.” 


ll. STRATEGIC FRAMEWORK 


CDC and LAF collaborated in 2002 to comprehensively address 
cancer survivorship within the realm of public health. Through a 
series of subsequent meetings among key partners (Appendix A), 
areas within public health that could be enhanced to address cancer 
survivorship were identified. 

To expand these efforts to additional partners, including 
numerous organizations, advocates, survivors, and researchers, the 
CDC and the LAF conducted a workshop in June 2003 entitled 
Building Partnerships to Advance Cancer Survivorship and Public 
Health. This 2-day workshop brought together nearly 100 experts 
from multiple disciplines to discuss how public health can be 
mobilized to address cancer survivorship in the identified public 
health areas. Using the core public health functions and services as a 
guide (see Section I.D.), participants were led through a process to 
identify priority needs in the following four identified topic areas 
within the realm of public health: 


- Surveillance and applied research 
. Communication, education, and training 
- Programs, policies, and infrastructure 


e Access to quality care and services 


The culmination of these efforts is A National Action Plan for Cancer 
Survivorship: Advancing Public Health Strategies. This National Action Plan 
provides a vision and a framework for addressing the problems faced 
by cancer survivors in our nation. It further proposes strategic 
initiatives that would constitute a coordinated, responsible approach 
within the entire public health structure, including at the national, 
state, and community levels. This National Action Plan is 
groundbreaking in that it outlines a comprehensive, systematic public 


health approach to acknowledging and addressing cancer survivorship. 


A. Purpose 


The goal of this National Action Plan is to identify and prioritize 
cancer survivorship needs and identify strategies within public health 
to address those needs that will ultimately lead to improved quality of 
life for the millions of Americans who are living with, through, and 
beyond cancer. A first step in addressing these needs is to develop 
strong partnerships with health professionals, researchers, survivors, 
advocates, and other key stakeholders. These partnerships will serve 


to identify and prioritize the steps necessary to integrate cancer 
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survivorship issues into the public health domain. Outcomes of the 


National Action Plan’s development include the following: 


- Laying the foundation for public health activities in 
cancer survivorship. 

- Identifying, discussing, and prioritizing strategies to expand 
and enhance the role of public health agencies and 
practitioners in cancer survivorship. 

- Facilitating the development and enhancement of 
collaborations and partnerships that will assist with the 


expansion of public health’s role in cancer survivorship. 


B. Overarching Goals and Objectives 


The overarching goal of this National Action Plan is to establish a 
coordinated national effort for addressing cancer survivorship within 


the realm of public health. Specific objectives include the following: 


- Achieve the cancer survivorship-related objectives in Healthy 
People 2010 (Appendix B) that include benchmarks for 
success in measuring improvements for addressing ongoing 


survivor needs. 


Increase awareness among the general public, policy makers, 


survivors, and others of cancer survivorship and its impact. 


Establish a solid base of applied research and scientific 
knowledge on the ongoing physical, psychological, social, 


spiritual, and economic issues facing cancer survivors. 


Identify appropriate mechanisms and resources for ongoing 
surveillance of people living with, through, and beyond 


cancer. 


Establish or maintain training for health care professionals 
to improve delivery of services and increase awareness of 


issues faced by cancer survivors. 


Implement effective and proven programs and policies to 

address cancer survivorship more comprehensively. 

- Ensure that all cancer survivors have adequate access to 
high-quality treatment and other post-treatment 
follow-up services. 

- Implement an evaluation methodology that will monitor 


quality and effectiveness of the outcomes of this initiative. 
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C. Guidelines for the National Action Plan 


Addressing and achieving the National Action Plan’s goals and 
objectives require a multifaceted approach that is both ambitious and 
feasible. The National Action Plan consists of prioritized needs and 
strategies in four major areas of public health work, which are 
defined below: surveillance and applied research; communication, 
education, and training; programs, policies, and infrastructure; and 


access to quality care and services. 


C.1 Surveillance and Applied Research 
Surveillance and applied research are the scientific tools of public 
health and can be used to establish a solid, systematic knowledge base 


in cancer survivorship. 


Surveillance 


Cancer surveillance is the systematic collection, analysis, and use of 
cancer data. Information obtained through surveillance measures is 
critical for directing effective cancer prevention and control programs 
(CDG, 2001). Primary surveillance measures include cancer registries 
and several national and regional/state surveys. Cancer registries 
(National Program of Cancer Registries [NPCR]; Surveillance, 
Epidemiology, and End Results [SEER] Program) implement and 
maintain information systems designed to collect and manage data on 
each newly diagnosed case of cancer. National surveys, such as the 
National Health Interview Survey (NHIS) and the Behavioral Risk 
Factor Surveillance System (BRFSS), provide information on health 
attitudes, beliefs, and behaviors that could be used to help understand 


issues related to all stages of cancer survivorship. 


Applied Research 


Cancer survivorship research in a public health context would focus 
efforts on applying our knowledge of cancer and issues survivors face 
to the development of appropriate interventions. Understanding 
specific structural, policy, or behavioral barriers to desired outcomes 
and evaluating programmatic efforts are other examples of applied 
research. Applied research investigates the extent to which these 
efforts effectively address survivor needs and provides findings that 


can guide further development of initiatives. 


C.2 Communication, Education, and Training 
Communication, education, and training include efforts to 
communicate with the general public and policy and decision makers, 


educate survivors and their families, and train health care providers 
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to meet informational needs of all those affected by cancer 


survivorship. 


Communication with the Public 


Communication with the general public and policy or decision 
makers about the issues surrounding cancer survivorship aims to 
create a societal understanding and acceptance of the growing 


population of cancer survivors and the issues they face. 


Survivor Education 


Education of cancer survivors includes provision of information 
tailored to the particular stage of survivorship. Such educational 
interventions may be most appropriate during the first 5 years after 
diagnosis as this is the time when many of the challenges associated 


with the adjustment to survivorship occur (Mullan, 1984). 


Provider Training 


Health care provider training aims to ensure that providers are 

aware of the medical and other special needs of cancer survivors so 
they can offer the spectrum of services available to enhance quality 
of life throughout survivorship and refer survivors to these services 


as appropriate. 


C.3 Programs, Policies, and Infrastructure 
Programs, policies, and infrastructure are the means by which 


change can be made in public health. 


Progra ms 


Programs are the actual implementation of specific interventions at 
the national, state, and community levels to address a public health 
problem (NAAP, 1999). Medical, psychosocial, legal, and financial 
issues could be addressed by programs that are comprehensive in 


scope and encompass care for each stage of cancer survivorship. 


Policies 


Policies include legislation, regulations, ordinances, guidelines, 
and norms that establish an environment conducive to program 
implementation and other changes specific to survivorship (NAAP, 
1999). These policies may be implemented at the national, state, 


organizational, and community levels in an effort to advance 


public health. 
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Infrastructure 


Infrastructure is comprised of the basic resources and facilities in 
place to address survivorship and includes components of the health 
care and public health systems, such as state and local health 
departments, and the services and programs they provide. Effective 
infrastructure is required to operate and manage effective programs. 
As our health care system continues to evolve, delivery of quality care 
becomes more complex. Relationships among the public and private 
sectors, individual practitioners and managed care organizations, 
and voluntary health organizations directly influence access to care 


and provision of clinical and community services (NAAP, 1999). 


C.4 Access to Quality Care and Services 

Access to quality care and services means ensuring that survivors 
have access to evidence-based and appropriate treatment and services 
delivered in a timely and technically competent manner, with good 
communication, shared decision making between the cancer survivor 
and health care providers, and cultural sensitivity across the 
continuum of care and throughout the remainder of life JOM, 
1999). Public health can play a role in identifying and disseminating 


proven programs in the following areas to groups of cancer survivors. 


Access to Quality Treatment 


Cancer treatment is complex and differs for each individual based on 
his or her specific situation and needs. All cancer patients should 
have timely access to the latest and most effective treatments available. 


This would include clinical trials, if appropriate. 


Pain and Symptom Management 


An important part of cancer treatment is the management of pain 
and other symptoms associated with both disease and treatment. The 
goal of pain and symptom management is to provide relief so that 
survivors can tolerate the diagnostic and therapeutic procedures 
needed to treat their cancer and live comfortably throughout each 


stage of cancer survivorship. 


End-of-Life Care 

Issues facing survivors and their families during end-of-life are 
complex and serious. Appropriate end-of-life care affirms life and 
regards dying as a normal process, neither hastening nor postponing 
death. The goal of end-of-life care is to achieve the best possible 
quality of life for cancer survivors. Although many survivors live 
many years beyond their diagnosis, the needs and desires of those 


who are in the process of dying must be addressed. 
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Lindy, Cancer Survivor 


“Survivorship means I get to watch my 


grandchildren growing up.” 


lll. CROSS-CUTTING NEEDS AND STRATEGIES 


Four primary topic areas (see Section II.C.) for advancing cancer 


survivorship within the realm of public health have been identified: 


- Surveillance and applied research 
- Communication, education, and training 
e Programs, policies, and infrastructure 


e Access to quality care and services 


Within these topic areas, five specific cross-cutting needs 


were identified. 


I. Develop an infrastructure for a comprehensive database on 
cancer survivorship. 

Increasing the capacity of surveillance systems to capture information 
on health topics of interest can lead to a better understanding of 
diseases and the people affected by them. Effective survivorship 
research is dependent upon the integration and interaction of many 
information sources that serve as a strong and comprehensive 
infrastructure for study. A comprehensive database system could 
provide information on the ongoing health and other issues facing 
survivors. It could also provide the opportunity to follow survivors 
for many years after cancer diagnosis in order to better understand 
the long-term effects of having this disease. Enhancing the existing 
surveillance and research infrastructure can also ultimately lead to 
the development and implementation of strategies identified for 
other topic areas outlined in this National Action Plan. The 
following strategies focus on the specific data needs for cancer 
survivorship that have been identified to enhance the existing 


surveillance systems and applied research initiatives: 


- Develop a national Work Group or Task Force composed of 
diverse organizations, representing private, nonprofit, and 
governmental agencies, to identify data needs for ongoing 
follow-up and confidential monitoring of cancer 
survivorship issues (e.g., treatment course and outcomes, 
quality-of-life indicators, long-term effects of diagnosis 
and treatment). 

- Assess existing data on cancer survivors to identify gaps in 
order to determine areas of future research. 

- Develop consensus on a set of data items or indicators used 
in the collection and analysis of cancer survivorship data, 


including data needed for long-term follow-up on survivors. 
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- Improve coordination among existing databases (e.g., NPCR, 
BRFSS, SEER), and add data variables or indicators where 
possible to collect supplementary information on 
cancer survivors. 

- Develop a centralized resource center (i-e., clearinghouse) 
that includes linkages to all existing data sources and that 
provides for longitudinal data collection, monitoring, 
and follow-up. 

- Increase the number and types of funding opportunities to 
enable a broader range of researchers to participate in 
survivorship surveillance activities. 

- Use existing information technology to gather data on cancer 
diagnosis, treatment, and long-term issues and report the 
data in a timely manner. 

- Provide widespread access to public data sets as quickly as 


possible to enhance research activities. 


2. Develop, test, maintain, and promote patient navigation 
systems that can facilitate optimum care for cancer survivors. 
Patient navigation is a tool that can be used to ensure that survivors 
understand their care and their process of care, and to enhance the 
delivery of optimum care. In these programs, health professionals 
and highly trained patient liaison representatives coordinate health 
care for patients and assist them in navigating the health care system. 
These navigators can provide information that will help educate the 
survivor about his or her health needs and concerns, ensure timely 
delivery of care, connect survivors with appropriate resources that 
will meet their needs, and provide general oversight to the delivery 
and payment of services for each survivor. Key strategies for 


developing and maintaining these programs include the following: 


- Establish infrastructure of the patient navigation system, 
consisting of appropriate existing national organizations, to 
implement a national program with consistent delivery of 


services for cancer survivors. 


Promote universal input and buy-in by having patient 
navigation system co-branded and co-owned by all 


appropriate organizations. 


Identify existing types of patient navigation systems delivered 
in a variety of locations or through different mechanisms 
(e.g., rural, urban, on-line, print, telephone, clinical trials), 


and determine those that are considered best practices. 
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- Develop a database of existing and tested patient navigator 
tools/programs and educate survivors and others at the 
national, state, and community levels on their use. 

- Plan, develop, and incorporate patient navigation systems 
into state comprehensive cancer control plans. 

- Develop policies to require insurance coverage of patient 
navigation services. 

- Develop effective patient navigator tools that address issues of 
disparity (e.g., race, ethnicity, education, geography, 
income, gender) among survivors. 

- Encourage cancer survivors to volunteer their time (in-kind) 


to serve as individual navigators servicing other survivors. 


3. Establish and /or disseminate clinical practice guidelines for 
each stage of cancer survivorship. 

Clinical practice guidelines are defined by the IOM as 
“,..systematically developed statements to assist practitioner and 
patient decisions for specific clinical circumstances” (IOM, 1992). 
These guidelines summarize the collective research on outcomes 
pertaining to one disease. When using the guidelines, physicians have 
to select from among the guideline recommendations those that 
seem most applicable to each individual’s care. In their statement, 
“Principles of Quality Cancer Care,” the Cancer Leadership Council 
emphasizes that all people with cancer need to have timely access to 
care that is based on the best available evidence (NCCS, 2003). 
Treatment options should include access to clinical trials, therapies 
to manage side effects, and services to help survivors and caregivers 
cope with emotional and practical concerns. Guidelines have been 
developed for the treatment of particular cancers, but they are not 
necessarily comprehensive in the sense of specifying care for 
survivors at each stage of cancer survivorship (e.g., monitoring 
survivors after treatment is completed, monitoring long-term health 
care). Guidelines are also in place to address end-of-life care so that 
survivors do not suffer from intense pain and discomfort during the 
final stages of life (IOM, 1997). The following strategies are 
proposed to systematically move toward quality and timely service 
provision so that guidelines are available throughout every stage of 


living with, through, and beyond cancer: 


- Charge appropriate groups working on cancer survivorship 
issues (e.g., National Comprehensive Cancer Network, 
American Society of Clinical Oncology, NC CS) to develop 
clinical practice guidelines specific to each stage of 


cancer survivorship. 
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- Establish a centralized location for housing these guidelines 
(e.g., National Guidelines Clearinghouse, Cancer 
Information Service [CIS]). 

- Develop both consumer and health care provider versions of 
each clinical practice guideline and disseminate through 
multiple channels and organizations. 

e Require that programs funded by public health organizations 
include implementation of clinical practice guidelines 
(e.g., state cancer plans, CCC Programs). 

- Ensure accessibility of services named in each clinical 
practice guideline. 

- Conduct ongoing evaluation of guidelines and use results to 
assess utilization. Modify guidelines as needed. 

- Provide training to cancer and non-cancer health 
professionals about guidelines to maximize 
workforce development. 

- Ensure quality workforce by requiring ongoing training on 
such topics as cultural sensitivity and palliative care. 

- Assess gaps in the health care workforce and develop 


strategies to recruit and retain quality service providers. 


4. Develop and disseminate public education programs that 
empower cancer survivors to make informed decisions. 

No one medical answer is right for everyone. Cancer survivors are 
faced with extremely difficult medical decisions at each stage of living 
with, through, and beyond cancer. In making difficult medical 
decisions, survivors need to thoroughly understand their options for 
care and why it is in their best interest to participate fully in the 
decision-making process. The informed decision-making process 
also enables physicians to more fully understand the attitudes and 
values of their patients, especially those with diverse cultural 
backgrounds. A growing body of research shows that when patients 
are well-informed and play a significant role in deciding how they 
are going to manage their health, the results are more positive. 
Informed patients feel better about the outcomes of the decision- 
making process and are therefore more likely to follow their 
providers’ recommendations (Mulley, 1995). Key strategies for 
addressing this need include the following: 


- Form a national Task Force to develop programs addressing 
public education among survivors, and create a multifaceted 


strategic plan around this issue. 
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- Identify existing resources available to survivors to facilitate 
informed decision making and advocacy skills, and develop 
programs or materials where information is lacking. 

e Charge the national Task Force with implementing marketing 
strategies and a multimedia campaign to effectively educate 
survivors about issues and available education programs, 
using numerous modes for communication (e.g., Internet, 
print media). 

- Disseminate and encourage implementation of best practices 
for enhancing informed decision making through a variety of 
venues (e.g., health care providers, advocacy groups, 


government agencies, legislators). 


5. Conduct ongoing evaluation of all activities to determine 
their impacts and outcomes and ensure continuous quality 
improvement of services. 

Evaluation planning and implementation are important processes in 
program development. The ultimate goals of these processes are to 
assess program implementation and outcomes, to increase program 
efficiency and impact over time, and to demonstrate accountability 
(CDG, 2001). According to CDC’s “Framework for Program 
Evaluation in Public Health” (1999), program evaluation is an 
essential organizational practice in public health. The Framework 
proposes that evaluation is necessary to use science as a basis for 
decision making and public health action, expand the quest for social 
equity through public health action, perform effectively as a service 
agency, make efforts outcome-oriented, and be accountable (CDC, 
1999). For evaluation to be effectively implemented, quality 
indicators need to be developed for programs and services so that 
progress toward articulated goals can be measured. These evaluation 
efforts should be continuous so that improvements can be made 
during all phases of program implementation. The following 
strategies could be used to comprehensively include evaluation and 


quality improvement in addressing all needs: 


- Identify evaluation measures for each type of program or 
strategy implemented from the National Action Plan. 

e Conduct theoretically-based and scientifically- grounded 
studies to assess implementation. 

- Disseminate evidence-based program evaluation findings 
through public health organizations and other venues in 


order to maximize use of information. 
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Section II Summary: 
Cross- Cutting Needs for Cancer Survivors 


1. Develop an infrastructure for a comprehensive database on 
cancer survivorship. 


2. Develop, test, maintain, and promote patient navigation systems that 
can facilitate optimum care for cancer survivors. 


3. Establish and/or disseminate clinical practice guidelines for each 
stage of cancer survivorship. 


4. Develop and disseminate public education programs that empower 
cancer survivors to make informed decisions. 


5. Conduct ongoing evaluation of all activities to determine their impacts 
and outcomes and ensure continuous quality improvement of services. 
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Jan, Breast Cancer Survivor 
f 


“Survivorship is the ultimate understanding of 


one’s purpose in life.” 


IV. SURVEILLANCE AND APPLIED RESEARCH 


A. Goals 


Surveillance and applied research are integral elements of any public 
health initiative. Surveillance provides data items or indicators on 
diseases and populations affected by them in order to understand 
what is associated with diagnosis, health care outcomes, and 
numerous other variables. Applied research uses these data to better 
understand how initiatives can be designed to more effectively 
address and meet the needs of groups of people. For cancer 


survivorship, goals for this topic area include the following: 


- Enhance the existing infrastructure to create a 
comprehensive surveillance system that can be used to 
understand the range of health issues that cancer survivors 
face and any differences between survivor groups based on 
demographic and medical variables. 

- Thoroughly understand the factors associated with 
susceptibility to problems during each stage of 
cancer survivorship. 

- Translate the research on cancer survivorship into practice by 
developing, implementing, and evaluating effective health 


intervention strategies. 


Surveillance and applied research are the scientific tools of 


public health and are defined here and in Section II.C. as follows: 


Surveillance 

Cancer surveillance is the systematic collection, analysis, and use of 
cancer data. Information obtained through surveillance measures is 
critical for directing effective cancer prevention and control 
programs (CDG, 2001). Primary surveillance measures include 
cancer registries and several national and regional/state surveys. 
Cancer registries (NPCR, SEER) implement and maintain 
information systems designed to collect and manage data on each 
newly diagnosed case of cancer. National surveys, such as the NHIS 
and BRFSS, provide information on health attitudes, beliefs, and 
behaviors that could be used to help understand issues related to all 


stages of cancer survivorship. 


Applied Research 
Cancer survivorship research in a public health context would focus 
efforts on applying our knowledge of cancer and issues survivors face 


to the development of appropriate interventions. Understanding 
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specific structural, policy, or behavioral barriers to desired outcomes 
and evaluating programmatic efforts are other examples of applied 
research. Applied research investigates the extent to which these 
efforts effectively address survivor needs and provides findings that 
can guide further development of initiatives. 

Prioritized needs for these components and suggested strategies 


for addressing them are presented in the following section. 


B. Prioritized Needs and Suggested Strategies 


I. Enhance the existing surveillance and applied 

research infrastructure. 

Increasing the capacity of surveillance systems to capture information 
on health topics of interest can lead to a better understanding of 
diseases and the people affected by them. Effective survivorship 
research is dependent upon the integration and interaction of many 
information sources that serve as a strong and comprehensive 
infrastructure for study. A surveillance system that provides data on 
the long-term effects of cancer is critical to advancing survivorship. 
This need is described in detail in Section III of this National Action Plan. 


2. Identify factors associated with ongoing health concerns of 
cancer survivors. 

As described in Section I, only within the past two decades have 
research and knowledge demonstrated that cancer is a disease a 
person can survive for many years after treatment. With their 
successful survival from cancer diagnosis and treatment, survivors are 
often faced with ongoing health concerns, such as heart problems, 
major disabilities, lymphedema, infertility, and others (NCI, 
2002). Although there is understanding of the types of health 
problems cancer diagnosis and treatment may cause immediately, less 
is known about the long-term effects and how different people are 
affected by the services they receive. Some people may be prone to 
certain types of complications or long-term difficulties, but little is 
known that can help prevent or educate survivors on avoiding these 
problems. The extent to which diagnosis and treatment of cancer 
may impact the chances that a survivor will later develop other, 
secondary diseases is also unknown. Assessments of the potential for 
these problems can help guide delivery of health services to prevent 
or encourage early detection of other cancers and health 
complications (e.g., diabetes, heart disease) and thereby improve the 
quality of life for survivors. In addition, knowing the characteristics 


of survivors who are more prone to develop ongoing complications 
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can help researchers, policy and decision makers, program 
managers, and others to direct the development and implementation 
of survivorship services and programs that will address specific needs. 


Strategies to address this need include the following: 


- Initiate research studies to identify characteristics 
associated with certain types of cancer and/or secondary 
health concerns. 

- Identify modifiable behaviors (e. g., limited physical activity, 
poor eating habits) that can be targeted with interventions to 
reduce the likelihood of additional health problems. 

* Once more is known about which characteristics render 
survivors susceptible to health problems (e.g., different age 
groups), develop primary prevention education programs to 
inform survivors about their susceptibility and any behavioral 


changes they can make to reduce their risk. 


3. Determine programs and services that best address the needs of 
cancer survivors. 

Once more is understood about the health concerns survivors may 
face—particularly those that occur long after treatment ends—and the 
groups of survivors most susceptible to them, programs and services 
can be delivered to maximize the chances of optimum health among 
survivors during each stage of living with, through, and beyond 
cancer. These programs and services can include providing adequate 
screening for cancer recurrence (e.g., more frequent follow-up 
screening exams for those diagnosed with screen-detectable cancers 
than is recommended for the general population), follow-up 
surveillance of health concerns (e.g., frequent testing for heart 
problems among survivors of childhood cancers [IOM, 2003]), 
psychological and/or support group services, planning for possible 
infertility, and additional services that can be made strategically 
available to those most susceptible to recurring problems. More 
needs to be understood about the types of programs and services to 
provide survivors and the point in time at which these interventions 
would have the greatest positive impact. Importantly, the 
characteristics of those survivors most likely to benefit from delivery 
of developed services need to be identified. Strategies to meet this 


need include the following: 


- Gain a better understanding of how cancer survivors interact 
with the health care system by conducting national surveys 
(e.g., NHIS, BRFSS) to delineate the services delivered, 


usage pattern, and any problems in these areas. 
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- Enhance collaborative efforts among academic researchers 
and state health departments to develop research projects to 
increase the body of knowledge about the care and services 
that can be provided to survivors to reduce susceptibility to 
additional health problems. 

- Identify, evaluate, and disseminate findings of the most 
effective models of survivorship care. 

- Incorporate lessons learned from this body of knowledge 


into state comprehensive cancer control plans. 


4. Conduct research on preventive interventions to evaluate their 
impact on issues related to cancer survivorship. 

Preventive interventions are those programs, activities, and services 
that identify areas of behavior that can be changed to reduce cancer 
recurrence and promote healthy lifestyles. The scope of preventive 
interventions includes, but is not limited to, reducing tobacco and 
alcohol use and sun exposure; improving nutrition, mental health, 
and early detection or follow-up, such as survivor self-advocacy; and 
increasing physical activity. This work is important not only for 
preventing other cancers and diseases but also for reducing cancer 
recurrence. Specific strategies for conducting this research include 


the following: 


- Develop an inventory of existing preventive interventions. 

- Evaluate programs in different public health settings to 
determine the effectiveness of a particular intervention and 
establish best practices for cancer survivors. 

- Identify gaps in existing interventions through 
evaluation research. 

- Develop interventions that address people at highest risk 
for developing other cancers and/or secondary 
health conditions. 

- Conduct cost-effectiveness research of selected interventions. 

- Customize communication to specific cancer survivor 
populations, with a specific focus on underserved 
communities, to increase awareness of available interventions 


and resources. 


5. Translate applied research into practice. 

Translating scientific research into practice is a crucial step in 
increasing the quality of life of cancer survivors. Research findings 
should be utilized to develop and implement programs and services 
that reduce negative health effects and promote long-term health 


benefits. In turn, these programs will benefit cancer survivors by 
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enhancing the health care services that they receive. The following 


strategies would begin to address this need: 


- Incorporate cancer survivorship as an issue to address in the 
Guide to Community Preventive Services (Truman et al., 
2000). This guide provides recommendations on preventive 
interventions that can be used in a community setting. 

- Develop tools/methods for translating research findings so 
that the general public can understand and apply the 
knowledge to their everyday life. 

- Use research findings to educate cancer survivors and others 
( including providers, organizations, and advocates) on 
survivorship issues. 

e Disseminate research findings to health care professionals 
and survivors through public health and other organizations, 


using a variety of venues (e.g., Internet, mail). 
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Section IV Summary: 
Surveillance and Applied Research 


1. Enhance the existing surveillance and applied research infrastructure. 


2. Identify factors associated with ongoing health concerns of 
cancer survivors. 


3. Determine programs and services that best address the needs of 
cancer survivors. 


4. Conduct research on preventive interventions to evaluate their impact on 
issues related to cancer survivorship. 


5. Translate applied research into practice. 
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Daniel, Two-time Lymphoma Survivor 


“Survivorship is far more than living through cancer 


treatment — it’s who I am.” 


V. COMMUNICATION, EDUCATION, AND TRAINING 


A. Goals 


The ever-growing population of cancer survivors requires new 
information that affects not only survivors and their families but also 
health care providers and the public at large. These needs can be met 
through effective communication, education, and training efforts 
aimed at increasing awareness of cancer survivorship issues. These 
issues include the importance of effective prevention or management 
of secondary health concerns, appropriate management of cancer, 
ability to maintain adequate health coverage, adequate post- 
treatment care, and quality-of-life strategies for those at all stages of 
cancer survivorship. Goals in communication, education, and 


training include the following: 


- Structure existing and develop new messages about cancer 
survivorship to reach three broad audiences: the public, 
cancer survivors, and health care providers. 

- Tailor the content and delivery of these existing and/or 
developed messages for subgroups (e.g., culturally diverse 
groups, various health care professionals) within each of the 
three main audiences. 

- Use factual, consistent, culturally appropriate language 


and information. 


For the purposes of cancer survivorship, the topic areas are 


defined here and in Section II as follows: 


Communication with the Public 

Communication with the general public and policy or decision 
makers about the issues surrounding cancer survivorship aims to 
create a societal understanding and acceptance of the growing 


population of cancer survivors and the issues they face. 


Survivor Education 

Education of cancer survivors includes provision of information 
tailored to the particular stage of survivorship. Such educational 
interventions may be most appropriate during the first 5 years after 
diagnosis as this is the time when many of the challenges associated 


with the adjustment to survivorship occur (Mullan, 1984). 


Provider Training 
Health care provider training aims to ensure that providers are aware 


of the medical and other special needs of cancer survivors so they can 
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offer the spectrum of services available to enhance quality of life 
throughout survivorship and refer survivors to these services as 
appropriate. 

Prioritized needs for these components and suggested strategies 


for addressing them are presented in the following section. 


B. Prioritized Needs and Suggested Strategies 


One aim of communication with the public is to dispel the myth 
that cancer is an inevitably disabling or fatal disease (Leigh & Clark, 
1998). This misconception may lead to fear and discrimination 
that creates a difficult environment for survivors. For example, 

25% of cancer survivors experience some form of employment 
discrimination based on their medical history (Hoffman, 1991). 
This may come in the form of demotions, reduction or elimination 
of benefits, or may manifest itself in communications or 
relationships with coworkers (Hoffman, 1991). 

The goal of communication with the public about cancer 
survivorship is to create societal understanding and acceptance of 
issues affecting survivors. Those developing public education 
campaigns need to take into account variations in messages and 
materials relating to cancer survivorship among different segments 
of the population. Organizations and agencies that disseminate 
information about cancer survivorship could partner together in 
these efforts to leverage resources and ensure the consistent and 
efficient delivery of cancer survivorship information. 

Although communication with the general public regarding cancer 
survivorship issues is important, cancer survivors and their families 
need specific information. Survivors’ educational needs vary 
depending on their stage of survivorship. Potential areas to be 
addressed in survivor-focused education include issues surrounding 
medical care after treatment, both for the first 5 years after diagnosis 
and the need for long-term care and/or prevention; prevention of 
secondary cancers and other health concerns; physical aftereffects 
and complications of cancer and cancer treatment; psychological and 
social effects of cancer diagnosis and treatment; and practical 
matters, such as employment and insurance coverage. An example of 
educational materials designed to address such issues is the Facing 
Forward Series, a three-part series published by NCI, designed to 
educate and empower cancer survivors as they face the challenges 
associated with life after cancer treatment. Other publications, 


including numerous books, such as Lance Armstrong’s It’s Not About 
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the Bike (Armstrong & Jenkins, 2001), provide insight into the 
personal side of the experience of survivorship. 

Health care providers play an important role in the care of cancer 
survivors, not only by providing diagnostic and treatment services 
but also by referring survivors to services that address physical, 
psychosocial, and economic needs throughout the span of 
survivorship. In many cases, however, providers may be unaware of 
survivors’ specific needs and how they might play a role in facilitating 
access to services to meet these needs. Support and education 
program providers need to communicate with health care providers 
to ensure that survivors are receiving referrals to services designed to 
enhance quality of life throughout the stages of cancer survivorship 


and address their specific needs and issues in a timely manner. 


I. Develop strategies to educate the public that cancer is a chronic 
disease that people can and do survive. 

Despite significant reductions in cancer-related mortality, myths 
and misinformation about a cancer diagnosis persist (e.g., “diagnosis 
of cancer means certain death” as in Section I.C.). Accurate, 
culturally appropriate information is needed to counteract these 
misconceptions and increase understanding and acceptance of issues 
affecting cancer survivors. Key strategies for addressing this need 


include the following: 


- Convene a Task Force to identify existing educational 
information, and encourage partnerships to avoid duplication 
of efforts in developing new educational materials. 

- Enhance a centralized information resource center, such as 
a clearinghouse (e.g., print, on-line), to provide access to 
consistent, scientifically valid, culturally appropriate health 
communication information. 

- Promote the centralized information resource through a 
variety of media, including public service announcements for 
television, print, and the Internet. 

- Promote the concept of survivorship as a chronic condition 


that people can live with and not necessarily die from. 


2. Educate policy- and decision-makers about the role and value 
of long-term follow-up care, addressing quality-of-life issues and 
legal needs, and ensuring access to clinical trials and ancillary 
services for cancer survivors. 

Acknowledgment and understanding of the long-term effects of 
cancer can enable survivors, caregivers, and health care providers to 


anticipate and deal with these effects. Increased understanding may 
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also enable enactment of appropriate policies to ensure that survivors 
receive needed follow-up care. Well-informed policy and decision 
makers can advocate for changes in and funding of services and 
additional research in these areas. Key strategies for addressing this 


need include the following: 


- Identify potential policy and decision makers and establish 
mechanisms to educate them on survivorship issues. 

- Catalogue and characterize existing policies in order to 
identify gaps in survivor needs to address. 

- Identify partnerships with those with an interest in national 
and/or state policies. 

- Develop and implement specific strategies to educate each 
identified policy and decision maker group (e.g., legislators; 
local, state, and national regulators; health service 
administrators; advocacy groups; community-based 
organizations; health-related industries; insurance industry; 


pharmaceutical industry). 


3. Empower survivors with advocacy skills. 

Cancer survivors are faced with extremely difficult medical decisions 
at each stage of living with, through, and beyond cancer. Because 
medical decisions are such important component to ongoing 
improvement of quality of life among cancer survivors, the topic of 
“informed decision making” is presented in detail in the cross- 


cutting section (Section III). 


4. Develop, test, maintain, and promote patient navigation 
systems for people living with cancer. 

Patient navigation systems attempt to provide a mechanism to 
enhance the delivery of optimum care. This need is also summarized 


in Section III. 


5. Teach survivors how to access and evaluate 

available information. 

Cancer-related information is available from a multitude of 
organizations. However, this information may be inconsistent in the 
message content, culturally inappropriate, and/or difficult to access. 
A system to evaluate the validity of available cancer survivorship 
information is needed that can be linked to other, reliable 
information sources. Key strategies for addressing this need include 


the following: 


- Develop a standardized system to assess the adequacy of 


available survivorship information. 
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- Develop resources to assist survivors in assessing survivorship 
information in a variety of formats (e.g., CD-ROM, 
pamphlets, Web pages, video). 

e Disseminate the above-mentioned resources through a 
variety of distribution points (e.g., medical offices, cultural 
or faith-based community organizations, support groups, 
national and local associations) and through a centralized 
database that can be linked to other sources of 
reliable information. 

e Provide technical assistance to groups whose materials do not 
meet the established evaluation criteria (i.e., do not maintain 
scientific validity) and enhance the quality of 


materials/products. 


6. Educate health care providers about cancer survivorship 

issues from diagnosis through long-term treatment effects and 
end-of-life care. 

Health care providers include all clinical, community, and public 
health professionals who potentially affect the health and well-being 
of people living with cancer. Although the specific message will vary 
for different types of providers, all should understand the impact a 
cancer diagnosis has on quality of life, the common myths and 
misperceptions about cancer and accurate information to dispel 
them, prevention strategies for secondary illnesses, appropriate 
management strategies, referral sources (i.e., where and when to 
refer), sources of support, and long-term treatment effects and end- 
of-life care. Key strategies for addressing this need among providers 


include the following: 


- Establish educational forums on survivorship in partnership 
with professional organizations. 

e Educate health professionals and para-professionals in local 
medical communities through grand rounds, tumor board 
meetings, and other venues. 

- Partner with advocacy groups to visit community practices 
and observe/educate local providers about implications of 
and opportunities for improving quality of life. 

- Incorporate survivorship curricula into professional/para- 
professional training programs. 

- Develop continuing education training in survivorship to 
deliver to a variety of health care professionals (e.g., 


internists, nurses). 
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Section V Summary: 


Communication, Education, and Training 
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. Develop strategies to educate the public that cancer is a chronic disease 


people can and do survive. 

Educate policy- and decision-makers about the role and value of 
long-term follow-up care, addressing quality-of-life issues and legal 
needs, and ensuring access to clinical trials and ancillary services 
for cancer survivors. 


Empower survivors with advocacy skills. 


Develop, test, maintain, and promote patient navigation systems for 
people living with cancer. 


Teach survivors how to access and evaluate available information. 


Educate health care providers about cancer survivorship issues from 
diagnosis through long-term treatment effects and end-of-life care. 
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Mason, Wilms’ Tumor Survivor 
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“Survivorship has shown me that cancer was 
really hard, but it was something I just had to 
go through.” 


VI. PROGRAMS, POLICIES, AND INFRASTRUCTURE 


A. Goals 


This section describes prioritized needs and recommended strategies 
for programs, policies, and infrastructure at national, state, and 
community levels to advance cancer survivorship within public health 


settings. Goals include the following: 


- Develop a continuum of health programs and services that 
addresses both cancer treatment needs and primary, 
secondary, and tertiary prevention of additional health 
concerns for cancer survivors. 

- Enhance supportive policies that establish an environment to 
comprehensively address cancer survivorship issues. 

- Establish a system of services that enhances and creates 


partnerships among public and private health agencies. 


Programs, policies, and infrastructure are means for effecting 


change and are defined here and in Section II.C. as follows: 


Programs 

Programs are the actual implementation of specific interventions at 
the national, state, and community levels to address a public health 
problem (NAAP, 1999). Medical, psychosocial, legal, and financial 
issues could be addressed by programs that are comprehensive in 


scope and encompass care for each stage of cancer survivorship. 


Policies 

Policies include legislation, regulations, ordinances, guidelines, 
and norms that establish an environment conducive to program 
implementation and other changes specific to survivorship (NAAP, 
1999). These policies may be implemented at the national, state, 


organizational, and community levels in an effort to advance 


public health. 


Infrastructure 

Infrastructure is comprised of the basic resources and facilities in 
place to address survivorship and includes components of the health 
care and public health systems, such as state and local health 
departments, and the services and programs they provide. Effective 
infrastructure is required to operate and manage effective programs. 
As our health care system continues to evolve, delivery of quality care 
becomes more complex. Relationships among the public and private 


sectors, individual practitioners and managed care organizations, 
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and voluntary health organizations directly influence access to care 
and provision of clinical and community services (NAAP, 1999). 
Prioritized needs for these components and suggested strategies 


for addressing them are presented in the following section. 


B. Prioritized Needs and Suggested Strategies 


It is through programs, policies, and infrastructure that public 
health can effect change in terms of the delivery of services for cancer 
survivors. Survivorship initiatives could be embedded in all services 
related to the continuum of care, including cancer prevention, 
screening and early detection, diagnosis and treatment, 
rehabilitation, and palliative and end-of-life care. These programs 
may be offered through a variety of sources, such as comprehensive 
cancer centers, advocacy organizations, or community-based 
organizations (Tesauro et al., 2002). Policies may be implemented 
at the national, state, and community levels to create an environment 
supportive of advancing cancer survivorship in the realm of public 
health. An example of an existing policy that is relevant to cancer 
survivorship is the Cancer Survivors’ Bill of Rights© (Spingarn, 
1999). The Bill was written by a cancer survivor for cancer survivors 
and denotes the shift in a survivor’s role from passive patienthood to 
proactivity (Leigh & Stovall, 1998). This document serves as an 
example of how an advocacy organization can advance policy in the 
realm of cancer survivorship. 

Exploring ways that public health policy can be developed to 
address the needs of cancer survivors is an important next step in 
action planning. To ensure that cancer survivorship innovations 
reach the people who need them most, states, territories, and tribal 
organizations need to build and maintain appropriate infrastructure. 
Sufficient scientific and programmatic infrastructure will enable 
health agencies to build the necessary coalitions and partnerships to 
translate research into public health programs, practices, and services 
for cancer survivors. CCC Programs (see Section I.D.) hold promise 
as the foundation for developing this infrastructure specific to 


cancer prevention and control. 


I. Develop, test, maintain, and promote patient navigation or 
case management programs that facilitate optimum care. 

Patient navigation is a tool that can be used to ensure that survivors 
understand their care and their process of care and enhance the 
delivery of optimum care. In these programs, health professionals or 


highly trained patient liaison representatives coordinate health care 
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for patients and assist them in navigating the health care system. This 


need is discussed in detail in Section III. 


2. Develop and disseminate public education programs that 
empower survivors to make informed decisions. 

No one medical answer is right for everyone. Cancer survivors are 
faced with extremely difficult medical decisions at each stage of 
living with, through, and beyond cancer. This need is presented in 
Section III. 


3. Identify and implement programs proven to be effective (i.e., 
best practices). 

In the public health field, “best practices” refer to programs that 
have been identified as effective through a standardized process using 
commonly agreed-upon criteria for rating their success (USDHHS, 
2003). These programs have been shown to be successful through 
measurable outcomes. Efforts are under way within public health to 
systematically identify these programs and disseminate them to a 
broader audience for replication (USDHHS, 2003). Within the 
realm of cancer survivorship, there is much to learn about the best 
practices of programs that address needs for people living with, 
through, and beyond cancer. Specific strategies to achieve the goal of 
identifying and disseminating best practices for cancer survivorship 


include the following: 


- Establish quantifiable criteria to determine which 
programs are among the best practices for addressing cancer 
survivor needs. 

- Identify best practices based on agreed-upon criteria and 
rank order programs accordingly. 

- Identify gaps in survivorship research and provide funding to 
test new models and approaches. 

- Establish a “clearinghouse” of information (e.g., Cancer 
Control PLANET, CIS) using existing mechanisms for 
those programs identified as best practices. 

- Promote this “clearinghouse” and otherwise disseminate 
information to programs, survivors, health care providers, 
and others. Use this clearinghouse to connect survivors to 


resources specific to their needs. 


4. Implement evidence-based cancer plans that include all stages 


of cancer survivorship. 
Through the CDC’s funding of CCC Programs (see Section I.D.), 


states are developing cancer control plans to comprehensively address 
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this disease. States launched these Programs in collaboration with 
private and not-for-profit entities to assure appropriate expertise 
and to maximize the impact of limited resources on cancer control 
efforts. Public health agencies are using this support to establish 
broad-based cancer coalitions, assess the burden of cancer, 
determine priorities for cancer prevention and control, and develop 
and implement comprehensive plans. Through these and other 
activities, work is under way to identify those efforts that are 
grounded in sound scientific knowledge, or are “evidence based.” 
Evidence-based efforts in public health rely on a rigorous process 
where strategies to address a health issue are assessed to identify those 
with the highest quality scientific evidence of successful outcomes. 
Too often, rigorous evidence is lacking upon which to recommend 
strategies and interventions to address important goals and 
objectives. Most states have included issues related to cancer 
survivorship in their plans but have not necessarily included efforts 
that are evidence-based or that address needs for each stage of living 
with, through, and beyond cancer. There is a need to identify 
evidence-based initiatives that can be systematically incorporated into 
state cancer control efforts. The following strategies provide specific 


guidance to meet this need: 


- Identify key leaders and experts in cancer survivorship in 
every state (especially survivors) to create a network of 
individuals to ensure that survivorship issues are being 
addressed through each cancer plan. 

- Educate those involved in planning and developing state 
cancer plans on the importance of and issues related to 
cancer survivorship. 

- Evaluate survivorship programs and publish and 
disseminate results. 

- Link CCC Program and other funding so that cancer plans 


are required to comprehensively address survivorship. 


5. Establish clinical practice guidelines for each stage of cancer 
survivorship. 

Clinical practice guidelines are defined by the IOM as “...systematically 
developed statements to assist practitioner and patient decisions for 
specific clinical circumstances” (IOM, 1992). These guidelines 
summarize the collective research on outcomes pertaining to one 


disease. This need is presented in detail in Section II. 
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6. Promote policy changes that support addressing cancer as a 
long-term, chronic disease. 

Historically, cancer was a disease that people often did not survive 
(see Section I.A.). Health care focused on making the patient 
comfortable during the last stages of cancer progression; few 
treatment options were available. Now, many more treatment 
options are available, and people survive with cancer for many years. 
The medical model tends to focus more on cancer survivors during 
their “acute” stages of cancer and less on the “extended” and 
“permanent” stages (Mullan, 1985) and not on post-treatment or 
long-term issues. Policies need to effectively address cancer 
survivorship for all those living with, through, and beyond cancer. 


Strategies for effecting this change include the following: 


- Develop and disseminate public education materials to 
educate policy makers, health professionals, and survivors on 
the stages of cancer survivorship. 

- Encourage insurance carriers and health plan administrators 
to provide for post-treatment and long-term follow-up 
services for cancer survivors. 

- Address the terminology used in various settings, such as in 
formal policy and the media, at health care organizations and 
among providers and insurance agencies, to modify policies 


to better reflect the stages of cancer survivorship. 


7. Develop infrastructure to obtain quality data on all cancer 
management activities to support programmatic action. 

A great deal is unknown about cancer survivorship, particularly 

in terms of the long-term effects of cancer diagnosis and treatment. 
For that reason, much work needs to be done to create 
comprehensive databases to collect information on survivors and 
conduct research on issues related to survivorship. This need is 


discussed in detail in Section III. 
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Section VI Summary: 


Programs, Policies, and Infrastructure 


1. Develop, test, maintain, and promote patient navigation or case 
management programs that facilitate optimum care. 


2. Develop and disseminate public education programs that empower 
survivors to make informed decisions. 


3. Identify and implement programs proven to be effective 
(i.e., best practices). 


4. Implement evidence-based cancer plans that include all stages of 
cancer survivorship. 


5. Establish clinical practice guidelines for each stage of cancer survivorship. 


6. Promote policy changes that support addressing cancer as a long-term, 
chronic disease. 


7. Develop infrastructure to obtain quality data on all cancer management 
activities to support programmatic action. 
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Bart, Cancer Survivor 


“Survivorship has given me a more complete 


sense of the gift of life. ” 


VII. ACCESS TO QUALITY CARE AND SERVICES 


A. Goals 


This section describes prioritized needs and recommended strategies 
to address access to quality care and services for people living with, 
through, and beyond cancer. In relation to cancer survivorship, 
quality care and services include access to quality treatment, effective 
pain and symptom management, and quality end-of-life care and 
services. Progress in these key areas is necessary to assure quality 
service provision for those living with cancer. Goals in this area 


include the following: 


- Establish clinical care guidelines to ensure availability of 
high-quality care for all cancer survivors. 

- Provide access to high-quality care throughout every stage of 
cancer survivorship. 

- Educate survivors on available resources and strategies to 
enhance informed decision making. 

- Ensure coordinated care among all health care professionals 


involved in delivering services. 


For the purposes of cancer survivorship, access to quality 
treatment, effective pain and symptom management, and quality 


end-of-life care are defined here and in Section II.C. as follows: 


Access to Quality Treatment 

Cancer treatment is complex and differs for each individual based on 
his or her specific situation and needs. All cancer survivors should 
have timely access to the latest and most effective treatments available. 


This would include clinical trials, if appropriate. 


Pain and Symptom Management 

An important part of cancer treatment is the management of pain 
and other symptoms associated with both disease and treatment. The 
goal of pain and symptom management is to provide relief so that 
survivors can tolerate the diagnostic and therapeutic procedures 
needed to treat their cancer and live comfortably throughout each 


stage of living with, through, and beyond cancer. 


End-of-Life Care 

Issues facing survivors and their families during end-of-life are 
complex and serious. Appropriate end-of-life care affirms life and 
regards dying as a normal process, neither hastening nor postponing 


death. The goal of end-of-life care is to achieve the best possible 
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quality of life for cancer survivors. Although many survivors live 
many years beyond their diagnosis, the needs and desires of those 
who are in the process of dying must be addressed. 

Prioritized needs and suggested strategies for addressing access to 


quality care and services are presented in the following section. 


B. Prioritized Needs and Suggested Strategies 


Quality cancer care means assuring that survivors have access to 
evidence-based and appropriate treatment and services delivered 
in a timely and technically competent manner, with good 
communication, shared decision making, and cultural sensitivity 
across the continuum of care and throughout the remainder of life. 
Accountability is an important aspect of quality care (IOM, 1999). 
Health care providers must be accountable for professional 
competence, legal and ethical conduct, and accessibility of services 
(Emanuel & Emanuel, 1996). 

Prioritized needs and suggested strategies to address access to 


quality care and services include the following: 


I. Develop, test, maintain, and promote a patient navigation 
system for cancer survivors. 

Patient navigation is a tool that can be used to ensure that survivors 
understand their care and their process of care as well as to enhance 
the delivery of optimum care. This need is described in detail in 
Section III. 


2. Educate decision-makers about economic and insurance 
barriers related to health care for cancer survivors. 

Survivorship advocates support the position that cancer survivors 
should have access to the latest and most effective treatments available 
and that access to these treatments should be based on the type of care 
needed and not on the cost of care. Unfortunately, there are many 
barriers to achieving this ideal of comprehensive access to quality care. 
The first step toward this ideal is to educate decision makers about the 
needs of cancer survivors and the financial barriers affecting cancer 
survivors’ access to quality care. Strategies to help assure that decision 


makers are adequately informed include the following: 


- Convene a meeting of health care providers, cancer 
survivorship experts, researchers, and programmatic staff 
with the goal of developing strategies to educate policy makers 
about the unmet needs for cancer treatment of uninsured 


and underinsured survivors. 
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- Identify successful policy and legislative language as 
examples for state programs (and others), and identify key 
stakeholders (e.g., legislators, governors) needed to improve 
access to high quality treatment and other post-treatment 
follow-up services. 

- Survey and analyze the insured population to determine the 
impact the individual’s level of coverage has on timely access 
to care and receipt of follow-up care. 

- Develop educational opportunities for decision makers of 
insurance carriers and health plans regarding policies that 


promote access to quality cancer care. 


3. Establish and/or disseminate guidelines that support quality 
and timely service provision to cancer survivors. 

In their statement, “Principles of Quality Cancer Care,” the Cancer 
Leadership Council emphasized that all people with cancer need to 
have timely access to care that is based on the best available evidence 
(NCCS, 2003). A key strategy for meeting this need is to develop a 
process for establishing clinical care guidelines for each stage of 
cancer survivorship. This need is discussed in detail in Section HI 
of this National Action Plan. 


4. Assess and enhance provision of palliative services to 

cancer survivors. 

The goal of palliative care is to achieve the best possible quality of life 
for survivors and their families by controlling pain and other 
symptoms and addressing psychological and spiritual needs 
throughout each stage of living with, through, and beyond cancer. 
Strategies to assess and enhance provision of palliative services to 


cancer survivors include the following: 


e Collect baseline quantitative and qualitative data to assess 
the current status and location of palliative service provision, 
and characterize the experiences of survivors, their 
caregivers, and providers in relation to palliative care. 

- Provide professional and public education to teach people 
about palliative care, how health care providers should 
administer such services, and how survivors and their 
caregivers can advocate for this care. 

- Establish regulatory policies for licensing and agency 


responsibility for palliative care oversight. 
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Provide training for medical personnel on the topic of 
substance abuse to help alleviate fears of misuse of pain 
medications and increase professional acceptance of 
prescribing pain control medications to cancer survivors. 
Develop targeted therapies to manage cancer pain so that 
concerns about unintended consequences of pain medication 


administration can be avoided. 


5. Establish integrated multidisciplinary teams of health 


care providers. 


Cancer treatment is complex and differs for each individual based on 


his or her specific situation and needs. To assure that each cancer 


survivor receives appropriate and comprehensive treatment, these 


efforts should be planned, coordinated, and delivered by a 


multidisciplinary team of providers. Strategies to establish such 


multidisciplinary teams include the following: 
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Create centers of excellence (using pediatric cancer centers as 
a model) that provide comprehensive care to cancer survivors 
especially for rarer forms of cancer. 

Formulate policies that will improve access to services 
provided to survivors from an appropriate provider 

of choice. 

Promote and provide increased access to clinical trials and 
longitudinal follow-up through the centers of excellence. 
Develop survivor-oriented Web sites to guide follow-up after 
completion of primary treatment. 

Develop mechanisms (e.g., password-protected Web forum, 
telephone, mail) for survivors to have ongoing routine 
follow-up with their multidisciplinary team after primary 
treatment. Follow-up should be annual at a minimum. 
Develop survivorship programs through appropriate partner 
organizations (e.g., the American College of Surgeons 
Commission on Cancer, NCCS) to provide professional 
education on cancer survivorship. 

Ensure survivor access to symptom management/palliative 
care/supportive teams. 

Review management plans from other chronic disease models 
(e.g., diabetes) and use these as a basis to develop integrated 
multidisciplinary management plans for cancer survivorship. 
Ensure that integrated multidisciplinary management is 


available to survivors across the continuum of care. 
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Section VII Summary: Access to Quality 


Care and Services 


1. Develop, test, maintain, and promote a patient navigation system for 
cancer survivors. 


2. Educate decision-makers about economic and insurance barriers related 
to health care for cancer survivors. 


3. Establish and/or disseminate guidelines that support for quality and 
timely service provision to cancer survivors. 


4. Assess and enhance provision of palliative services to cancer survivors. 


5. Establish integrated multidisciplinary teams of health care providers. 
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Octavio, Cancer Survivor 


“Survivorship means coming out of my cancer 
experience as a whole person and being able to 
make it an important and positive part of 


who I am.” 


VIII. IMPLEMENTATION 


A. Indicators 


In order to evaluate the extent to which the long-term goals of the 
National Action Plan are reached, establishing and monitoring 
measures to demonstrate progress toward obtaining those goals are 
critical. Developing indicators provides a benchmark to gauge success 
and identify movement toward cancer survivorship objectives. 
Important indicators to measure include those related to process, 
such as whether initiatives are being delivered as planned, and 
outcomes, such as if the survivor’s life is improving. Eventually, 
preliminary indicators can be made into measurable objectives as 
part of a comprehensive evaluation plan. Examples of some 
indicators that organizations or individuals could use for activities 


summarized in this Plan might include the following: 


Surveillance and Applied Research 

- Increase the number of cancer registries that are able to 
follow cancer survivors over time. 

e Create a standardized set of items for the collection and 
analysis of cancer survivorship data, including quality of life, 
at the national level. 

- Assess the feasibility of obtaining population-based 
cancer survivorship data using cancer registries and other 
data sources. 

- Develop research initiatives to quantify health concerns of 
cancer survivors. 

- Increase the number of collaborative efforts between 
academic researchers and state health departments related to 
cancer survivors. 

e Determine the extent to which these collaborative efforts 


result in useful and applicable findings. 


Communication, Education, and Training 
- Increase health care professionals’ and the general public’s 
knowledge of the burden of cancer survivorship and issues 
faced by survivors. 
- Increase the amount of media time devoted to cancer 
survivorship compared with other health issues. 
- Increase the number of trainings on cancer survivorship for 


health professionals and para-professionals. 
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Programs, Policies, and Infrastructure 

- Increase programmatic resources for cancer survivorship over 
a period of 5 years, and assess trends in funding levels across 
private and public sector programs. 

- Increase the number of state cancer plans and CCC 
Programs with cancer survivorship components. 

- Track the number of policies related to cancer survivorship at 
the local, state, and national level. 

- Increase the number of health insurance carriers providing 
for post-treatment and long-term follow-up services, 


including specialty care, for cancer survivors. 


Access to Quality Care and Services 

- Increase the number of survivors receiving pain control and 
other support services throughout each stage of cancer 
survivorship, from diagnosis through end-of-life. 

- Increase research to evaluate the effectiveness of patient 
navigation systems on improving cancer survivors’ quality 
of life and disseminate those results to the public 
health community. 


- Continue to improve the 5-year survival rates for all cancers. 


B. Conclusion 


With one-third of Americans estimated to be diagnosed with cancer 
in their lifetime, the individual and societal burden of cancer is 
clear. A National Action Plan for Cancer Survivorship: Advancing 
Public Health Strategies describes a variety of proven public health 
interventions as well as new strategies aimed to improve the quality of 
life for cancer survivors, their families, friends, and caregivers. By 
using the National Action Plan as a guide as well as a call to action, 
the public health community can initiate and sustain changes that 
will lead to improved quality of life among the millions of people 
living with, through, and beyond cancer. The ambitious approaches 
outlined in this National Action Plan will be most feasible if public 
health organizations and individuals pursue the strategies that are 
most applicable to their mission. Next steps for implementing this 
National Action Plan will be for organizations to prioritize the needs 
they can address and effectively implement initiatives so that progress 
over the next 5 years in advancing cancer survivorship within the 


realm of public health can be realized. 
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Liz, Cancer Survivor 


“Survivorship is life.” 


EXPLANATIONS OF PHRASES AND TERMS 


Note: Listed below are explanations of phrases and terms that appear 
in the National Action Plan as bold text. 


Access to quality care and services 

Quality cancer care means ensuring that survivors have access to 
evidence-based (or proven to be successful) appropriate treatment. 
Services should be delivered in a timely and technically competent 
manner, utilizing good communication, shared decision making 
between the cancer survivor and health care providers, and in a 
cultural sensitivity manner across the continuum of care and 


throughout the remainder of life (IOM, 1999). 


Access to quality treatment 

Cancer treatment is complex and differs for each individual based on 
his or her specific situation and needs. Cancer survivors should have 
timely access to the latest and most effective treatments available. 
This would include clinical trials, if appropriate (Cancer Leadership 
Council, 2003). 


Acute stage 
The “acute” stage of survival begins with diagnosis and spans the time 
of further diagnostic and treatment efforts (Mullan, 1985). 


Ancillary services 
Professional services provided by a hospital or other inpatient health 
program. These may include x-ray, drug, laboratory, or other 


services (CMS, 2003). 


Applied research 
Use of surveillance data to better understand the extent to which 
interventions effectively address survivor needs and provide findings 


that can guide further development of initiatives. 


Best practices 
Programs that have been identified as effective through a 
standardized process using commonly agreed-upon criteria for 


rating their success (USDHHS, 2003). 


Cancer 


A term for diseases in which abnormal cells divide without control 


(NCI, 2003c). 
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Cancer Control PLANET 
Plan, Link, Act, Network with Evidence-based Tools: a Web portal 
resource with links to resources for comprehensive cancer control 


(Cancer http://cancercontrolplanet.cancer. gov) 3 


Cancer survivors 
People who have been diagnosed with cancer and the people in their 
lives who are affected by their diagnosis, including family members, 


friends, and caregivers (LAF, 2003). 


Case management 

A process used by a doctor, nurse, or other health professional to 
manage a patient’s health care. Case managers make sure that people 
receive needed services and track the use of facilities and resources 


(CMS, 2003). 


Chronic disease 

A disease that has one or more of the following characteristics: is 
permanent; leaves residual disability; is caused by nonreversible 
pathological alteration; requires special training of the patient for 
rehabilitation; or may be expected to require a long period of 
supervision, observation, or care (DEHA, 2003). 


Clinical practice guidelines 
Systematically developed statements designed to assist practitioner and 


patient decisions for specific clinical circumstances (IOM, 1992). 


Clinical trials 
Research studies, where patients help scientists find the best way to 


prevent, detect, diagnose, or treat diseases (NCI, 2003¢). 


Communication with the public 

Communication with the general public and policy or decision 
makers about the issues surrounding cancer survivorship, which aims 
to create a societal understanding and acceptance of the growing 


population of cancer survivors and the issues they face. 


Comprehensive cancer control 

An integrated and coordinated approach to reducing cancer 
incidence, morbidity, and mortality through prevention (primary 
prevention), early detection (secondary prevention), treatment, 
rehabilitation, and palliation (CDC, 2003b). 
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End-of-life care 

Affirms life and regards dying as a normal process, neither hastening 
nor postponing death while providing relief from distress and 
integrating psychological and spiritual aspects of patient care. The 
goal of end-of-life care is to achieve the best possible quality of life 
for cancer survivors by controlling pain and other symptoms and 


addressing psychological and spiritual needs (Hospice, 2003). 


Extended stage 
The “extended” stage of survival begins when the patient goes into 


remission or has completed treatment (Mullan, 1985). 


Guide to Community Preventive Services 

The Community Guide summarizes what is known about the 
effectiveness, economic efficiency, and feasibility of interventions to 
promote community health and prevent disease. The Task Force on 
Community Preventive Services makes recommendations for the use 
of various interventions based on the evidence gathered in the 
rigorous and systematic scientific reviews of published studies 
conducted by the review teams of the Community Guide. Findings 
from the reviews are published in peer-reviewed journals and also 


made available on the internet at www.thecommunityguide.org. 


Health care provider 

A person who is trained and licensed to give health care. Also, a place 
licensed to give health care. Doctors, nurses, hospitals, skilled nursing 
facilities, some assisted living facilities, and certain kinds of home 


health agencies are examples of health care providers (GMS, 2003). 


Healthy People 2010 

Healthy People 2010 is a set of health objectives for the nation to 
achieve over the first decade of the new century. It can be used by 
many different people, states, communities, professional 


organizations, and others to help them develop programs to improve 


health (USDHHS, 2009). 


Incidence 


The number of new cases of a disease diagnosed each year (NCI, 2003¢). 


Indicator 

A substitute measure for a concept that is not directly observable or 
measurable (e.g., prejudice, substance abuse). Also defined as a 
variable that relates directly to some part of a program goal or 
objective. Positive change on an indicator is presumed to indicate 


progress in accomplishing the larger program objective (PSAP, 2003). 
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Infrastructure 

The systems, competencies, relationships, data and information 
systems, skilled workforce, effective public health organizations, 
resources, and research that enable performance of the essential 
public health services in every community (USDHHS, 2000). 


In-kind 
Contributions or assistance in a form other than money. 


Equipment, materials, or services of recognized value that are 


offered in lieu of cash (UCLA, 2003). 


Living “beyond” cancer 
Refers to post-treatment and long-term survivorship (LAF, 2009). 


Living “through” cancer 
Refers to the extended stage following treatment (LAF, 2003). 


Living “with” cancer 
Refers to the experience of receiving a cancer diagnosis and any 
treatment that may follow (LAF, 2003). 


Lymphedema 

A condition in which excess fluid collects in tissue and causes 
swelling. It may occur in the arm or leg after lymph vessels or lymph 
nodes in the underarm or groin are removed or treated with 


radiation (NCI, 2003c). 


Metastasis 

The spread of cancer from one part of the body to another. A tumor 
formed from cells that have spread is called a secondary tumor, a 
metastatic tumor, or a metastasis. The plural form of metastasis is 


metastases. Metastasized means to spread by metastasis (NCI, 2003¢). 


Morbidity 
A disease or the incidence of disease within a population. Morbidity 
also refers to adverse effects caused by a treatment (NCI, 2004). 


Pain and symptom management 
Pain and symptom management refers to the provision of pain relief 
so that patients can tolerate the diagnostic and therapeutic 


procedures needed to treat their cancer (Foley, 1999). 
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Palliative care 
Care given to improve the quality of life of patients who have a 
serious or life-threatening disease. Also called comfort care, 


supportive care, and symptom management (NCI, 2003¢0). 


Patient navigation 

A tool that can be used to ensure that survivors understand their care 
and their process of care and enhance optimum care. In these 
programs, health professionals and others coordinate health care for 
patients and assist them in navigating the health care system 


(http ://deainfo .nci.nih.gov/advisory/pep/video-summary. htm) i 


Permanent stage 
The “permanent” stage is defined as a time when the “activity of the 
disease or likelihood of its return is sufficiently small that the cancer 


can now be considered permanently arrested” (Mullan, 1985, p. 272). 


Policies 
Policies include legislation, regulations, ordinances, guidelines, and 
norms that establish an environment conducive to program 


implementation (NAAP, 1999). 


Preventive interventions 
Programs, activities, and services that identify areas of behavior that 
can be changed to reduce cancer recurrence or increase control and 


promote healthy lifestyles. 


Primary prevention 
Measures designed to combat risk factors for illness before an illness 
ever has a chance to develop (McGraw-Hill, 2003). 


Programs 
Programs are the actual implementation of specific interventions at 


the national, state, and community levels to address a public health 


problem (NAAP, 1999). 


Provider training 

Health care provider training aims to assure that providers are aware 
of the spectrum of services available to enhance quality of life 
throughout survivorship so that they may refer survivors to these 


services as appropriate. 


Public health 

Public health practice is the science and art of preventing disease, 
prolonging life, and promoting health and well-being (Winslow, 
1923). The Institute of Medicine (IOM) has defined the mission of 
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public health as assuring conditions in which people can be healthy 
(1988). Public health’s mission is achieved through the application 
of health promotion and disease prevention technologies and 
interventions designed to improve and enhance quality of life 


(PHFSC, 1994). 


Qualitative data 

A record of thoughts, observations, opinions, or words 
gathered/collected from open-ended questions to which the answers 
are not limited by a set of choices or a scale (PSAP, 2003). 


Quantitative data 

Numeric information that includes such items as type of treatment, 
amount of time, or a rating of an opinion on a scale from I to 5. 
Quantitative data are collected through closed-ended questions, 


where users are given a limited set of possible answers to a question 


(PSAP, 2003). 


Risk 
The probability that an event will occur (e. g., that an individual will 
become ill or die within a stated period of time or age) (Last, 1995). 


Risk factor 

Something that may increase the chance of developing a disease. 
Some examples of risk factors for cancer include age, a family history 
of certain cancers, use of tobacco products, certain eating habits, 
obesity, exposure to radiation or other cancer-causing agents, and 


certain genetic changes (NCI, 20030). 


Stakeholders 
A stakeholder is someone who has a stake in an organization or a 


program. Stakeholders either affect the organization/program or are 


affected by it (PSAP, 2003). 


Surveillance 

Primary surveillance measures include cancer registries and several 
national surveys. Cancer registries implement and maintain 
information systems designed to collect and manage data on cases of 
cancer incidence. National surveys, such as the National Health 
Interview Survey (NHIS), provide information on health attitudes, 
beliefs, and behaviors that could be used to help understand issues 
related to cancer survivorship (CDC, 2003b). 


Survivor education 
The education of cancer survivors includes provision of information 


tailored to the particular stage of survivorship (Mullan, 1984). 
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APPENDIX B: HEALTHY PEOPLE 2010 CANCER OBJECTIVES 


OMI AAP WN H 


ga. 


9b. 


IO. 


II. 


I2. 


13. 


I4. 


15. 


Reduce the overall cancer death rate. 

Reduce the lung cancer death rate. 

Reduce the breast cancer death rate. 

Reduce the death rate from cancer of the uterine cervix. 

Reduce the colorectal cancer death rate. 

Reduce the oropharyngeal cancer death rate. 

Reduce the prostate cancer death rate. 

Reduce the rate of melanoma cancer deaths. 

Increase the proportion of persons who use at least one of the 
following protective measures that may reduce the risk of skin 
cancer: avoid the sun between IO a.m. and 4 p.m., wear sun- 
protective clothing when exposed to sunlight, use sunscreen with 
a sun-protective factor (SPF) of 15 or higher, and avoid artificial 
sources of ultraviolet light. 

(Developmental) Increase the proportion of adolescents in 
grades 9 through 12 who follow protective measures that may 
reduce the risk of skin cancer. 

Increase the proportion of adults aged 18 years and older who 
follow protective measures that may reduce the risk of skin 
cancer. 

Increase the proportion of physicians and dentists who counsel 
their at-risk patients about tobacco use cessation, physical 
activity, and cancer screening. 

Increase the proportion of women who receive a Pap test. 
Increase the proportion of adults who receive a colorectal cancer 
screening examination 

Increase the proportion of women aged 40 years and older who 
have received a mammogram within the preceding 2 years. 
Increase the number of States that have a statewide population- 
based cancer registry that captures case information on at least 95 
percent of the expected number of reportable cancers. 

Increase the proportion of cancer survivors who are living 5 years 


or longer after diagnosis. 


Source: http://www.healthypeople.gov/document/Word/Volume 1 /O3Cancer.doc 
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